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Abstract: Objective: To identify the strategies available in the international literature that
provide self-help methods for palliative care patients and their family members. Method:
This is an integrative literature review conducted between April and May 2022 in the
following online databases and libraries: Medline, Scielo, Scopus, CINAHL and Web of
Science. The studies were selected rigorously using different combinations of MESH terms
and keywords self-help, groups, palliative care, medicine in literature, literature, health,
disease; with the AND Boolean operator. An online review management app was used,
Rayyan - Intelligent Systematic Review, performing a double-blind check. A total of 3,250
studies were found in the primary search; after applying the exclusion criteria, 16 articles
comprised the analysis corpus. Results: The main findings were resorting to self-help groups
as an important strategy to help patients and family members in challenging situations that
close the end of life; other strategies were glimpsed, such as using booklets, spaces and
programs, which tend to assist in times when it is necessary to communicate bad news or go
through situations marked by anticipatory loss and grief. There was predominance of studies
with a qualitative approach, mostly carried out in Sweden. Conclusion: It was evidenced that
the dominant strategy was the self-help groups, which proved to be a space for exchanging
knowledge and personal experiences among the participating individuals.

Keywords: palliative care; help strategies; self-help; grief; relatives.

Resumo: Obijetivo: Identificar as estratégias disponiveis na literatura internacional que
forneca métodos de autoajuda para pacientes em cuidados paliativos e seus familiares.
Método: Trata-se de uma revisdo integrativa da literatura, realizada entre abril e maio de
2022, utilizando as bases de dados e bibliotecas online Medline, Scielo, Scopus, CINAHL e
Web of Science. Os estudos foram selecionados de forma rigorosa, através da utilizacéo de
diferentes combinacbes dos MESH’s e palavras chaves self-help, groups, palliative care,
medicine in literature, literature, health, disease com o operador booleano AND. Foi
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utilizado um aplicativo online de gerenciamento de revisdes, Rayyan - Intelligent Systematic
Review, sendo realizada a dupla verificagdo cega. Na busca primaria foram encontrados
3259 estudos, apos a aplicacdo dos critérios de exclusdo 16 artigos compuseram o corpus de
analise que usou como forma de apreciacdo a metodologia descritiva. Resultados: Obteve-
se como principais achados a utilizacdo de grupos de autoajuda como uma importante
estratégia para auxiliar pacientes e familiares em situacfes desafiadoras que cernem o final
de vida, outras estratégias foram vislumbradas como o uso de cartilhas, espagos e
programas, que tendem a auxiliar nos momentos em que € necessario a comunicacao de mas
noticias ou passar por situacdes de perda antecipatoria e luto. Houve a predominancia de
estudos de abordagem qualitativa, e em maioria realizados na Suécia. Conclusdo:
Evidenciou-se que a estratégia dominante foi os grupos de autoajuda, que demonstraram ser
um espaco de troca de conhecimento e experiéncias pessoais, entre os individuos
participantes.

Palavras-chave: cuidados paliativos; estratégias de ajuda; autoajuda; luto; familiares.

Resumen: Objetivo: Identificar las estrategias disponibles en la literatura internacional que
brindan métodos de autoayuda para pacientes de cuidados paliativos y sus familias. Método:
Se trata de una revision bibliogréfica integrativa, realizada entre abril y mayo de 2022,
utilizando las bases de datos y bibliotecas en linea Medline, Scielo, Scopus, CINAHL y Web
of Science. Los estudios fueron seleccionados rigurosamente, utilizando diferentes
combinaciones de MESH vy las palabras clave autoayuda, grupos, cuidados paliativos,
medicina en la literatura, literatura, salud, enfermedad, con el operador booleano AND. Se
utilizé una aplicacién en linea de gestion de revisiones. Rayyan - Intelligent Systematic
Review, con verificacion doble ciego. En la busqueda primaria se encontraron 3259 estudios;
tras aplicar los criterios de exclusién 16 articulos compusieron el corpus de analisis.
Resultados: Los principales hallazgos fueron el uso de grupos de autoayuda como estrategia
importante para asistir a pacientes y familiares en situaciones desafiantes al final de la vida.
Se vislumbraron otras estrategias como el uso de cartillas, espacios y programas, que tienden
a asistir en momentos en que es necesario comunicar malas noticias o atravesar situaciones
de pérdida anticipada y duelo. Hubo un predominio de estudios con enfoque cualitativo, y la
mayoria de ellos realizados en Suecia. Conclusién: Se evidencio que la estrategia dominante
fueron los grupos de autoayuda, que demostraron ser un espacio para el intercambio de
informacidn conocimientos y experiencias personales entre las personas participantes.

Palabras clave: cuidados paliativos; estrategias de ayuda; autoayuda; duelo; miembros de la
familia.
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Introduction

Regarding self-help, the first book drafts emerged in the mid-18th century, with self-
help literature serving as a self-resolution tool for individuals of that time who sought self-
improvement autonomously. @

End-of-life and grief represent complex experiences that require understanding and
the adoption of supportive strategies for patients and their families. The end-of-life is a
disease stage in which the death possibility is real and life expectancy is six months. @ In
turn, grief is a natural and expected reaction to loss and to human development, as it is a part
of human (non)existence. ©

In this sense, individuals undergoing end-of-life situations and grief are eligible for
a palliative care approach. Palliative care is an approach that involves promoting quality of
life for patients with diseases that do not respond to curative treatments and for their family
members. ¥ Among the palliative care principles are support for patients to live as actively
as possible until death and assistance for their families during illness and grief. ® Such being
the case, it is important for health professionals to develop strategies to ensure that these
principles are implemented.

For example, one of the options is to incorporate booklets, videos, infographics and
leaflets in pain assessment and control. Booklets are used as an important strategy to address
doubts through clear and objective information, leading to an understanding of the health-
disease process, clinical conditions and self-care practices. © Additionally, they can use
videos, booklets, groups, phone calls, websites and consultation-based guidelines to carry
out health education actions that can enhance communication about procedures,
understanding and acceptance of palliative care, thereby qualifying them. () Furthermore,
anoth%) strategy is to operationalize self-help services in institutions for care in the face of
grief.

Regarding approaches to the patients and their family members, conducting self-help
supporting groups seems to be relevant. However, at certain illness stages, it may be more
challenging to organize such groups due to disease limitations or the psychological impact
of facing the loss. Despite this, a study has shown that individuals with diseases no longer
responsive to curative treatments or their bereaved family members use social media as a
support and coping strategy, sharing experiences and stories about death, dying and grief.
Thus, viewers who are moved by or identify with the posts come together, even if virtually,
creating a large virtual self-help group, providing a sense of support and reducing feelings
of loneliness. © Supporting this, a study % indicates that sharing details about one’s own
disease is part of a person’s process of recognizing themselves as ill and relating to others,
sharing stories and connecting realities.

In light of the above, this study aims at identifying self-help strategies for palliative
care patients and their family members in the international literature, with the aim of
assisting patients and/or family members in coping with the end-of-life process. Therefore,
the research contributes to a larger investigation that aims at analyzing how self-help books
assist individuals in facing the end of life in contemporary times.

Methodology

This is an integrative literature review that followed six stages: Y 1) Define and
formulate the question that will be the review object; 2) Conduct the search and selection of
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studies; 3) Extract the data from the primary studies; 4) Critically assess the studies included
in the review; 5) Synthesize the findings; and 6) Present the results.

In the first stage, the research question was defined as follows: Which self-help
strategies (groups, books, videos, films) are found in the national and international literature
for palliative care patients and their family members? The research question was based on
the PICO strategy, with: P - Participants: patients and family members, I - Intervention: self-
help strategies, C - Comparison: not applicable, and O - Outcomes: effects of the strategies
for patients and family members.

In the second stage, studies were identified between April and May 2022 using
indexed descriptors such as Medical Subject Headings (MESH) in electronic databases,
including the Medical Literature and Retrieval System Online (Medline) via PubMed,
Scientific Electronic Library Online (Scielo), SciVerse Scopus owned by Elsevier,
Cumulative Index to Nursing and Allied Health (CINAHL) from EBSCO and, finally, Web
of Science from Clarivate Analytics. Access to and retrieval of the documents from
restricted-access databases were through the Journals Portal of the Coordination for the
Improvement of Higher Education Personnel (Coordenacao de Aperfeicoamento de Pessoal
de Ensino Superior, CAPES), via the Federated Academic Community (Comunidade
Académica Federada, CAFe).

The inclusion criteria were as follows: original articles involving palliative care
adults and/or bereaved family members, published with open access in English, Portuguese,
Spanish and French. In turn, the exclusion criteria corresponded to reflection articles,
children in end-of-life care, and closed access. In order to obtain more studies, no time
delimitation was established. After associating the descriptors, 3,259 documents were
identified through the use of different combinations of MESH terms, as presented in Table 1.

Table 1 — Combination strategies

Combinations Descriptors Databases and results by combination
A self-help <AND>groups Medline (127) Scielo (0) Web of

Combination 1 _ N5 palliative Care Science (0) CINAHL (40) Scopus (0)

Combination 2 medicine in literature <AND>  Medline (2150) Scielo (14) Web of
palliative care Science (0) CINAHL (43) Scopus (104)

Combination 3 literature <AND>palliative Medline (36) Scielo (0) Web of Science
care <AND> self-help (0) CINAHL (3) Scopus (1)

Combination 4 literature <AND> health Medline (0) Scielo (0) Web of Science (0)
<AND> self-help CINAHL (149) Scopus (57)

medicine in literature <AND>  Medline (670) Scielo (0) Web of

Combination5 .o o CAND> self-help Science (0) CINAHL (0) Scopus (2)

After due identification, the files were downloaded and added to the Rayyan -
Intelligent Systematic Review free online app for reading titles and abstracts. The reading
was conducted using the double-blind verification method. Subsequently, working in pairs,
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both authors of this manuscript discussed any discrepancies to finalize the number of
findings.

Applying the inclusion and exclusion criteria, 36 articles were identified for full-text
reading, of which 16 comprised the corpus for the review analysis. The data were then
entered into the PRISMA program to generate the flowchart of the database. Figure 1
represents the diagram corresponding to the search and selection of articles.

Flowchart corresponding to the searches in the databases

= . e =
=31s
.g Documents identified 59 Documents excluded:
é giedh.ne {H_ 1%383) * | Out of study scope (1 = 2567)
= copus (1 = 164) Review articles (n = 620)
E CINAHL (n =235) Wrong population (n = 16)
= Scielo (n=14) =
Documents selected to read
their abstracts = 36
Medline (n=23)
= Scopus (n=4)
= CINAHL (n = 7)
= 1 =7
E Scielo (n=2)
Articles excluded (n = 20)
Articles selletted for full- » | Mo access to the articles (n = 16)
reading = 36
Out of scope (n=4)
5
o= Articles included in the
= review = 16
]
=
—

Figure 1. Adapted from PRISMA (2023).
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In the third stage, the data were extracted into a form built in the Google research
management app, divided into sections. The first section included the following: title, author,
year, country, participants, study approach, and level of evidence concerning the
methodological design. The second section comprised methodological design and theory,
sampling, selection of the participants, approach method, number and participants’ refusal.
Finally, the third section contained data related to the article’s results, such as the central
topic, main results and limitations. Subsequently, in the third and fourth stages, the quality
of the quantitative studies was assessed by the level of evidence *? and that of the qualitative
studies through a checklist adapted from the Consolidated Criteria for Reporting Qualitative
Research (COREQ) guide. ¥ In the fifth stage, the data were analyzed descriptively and the
results were organized through a synthesis of the strategies, using thematic similarity as the
main factor for creating the analysis categories. The sixth stage, Presentation of the results,
is described below. Table 2 presents the characterization of the 16 articles that comprised
the empirical material of the review.

Table 2 — Characterization of the studies included

Data
v Methodological collection
ear -
Articl guidance Sampli Study locus Strat Level of
rice ampiing participants rategy evidence
Country Approach Data
collection
It does not
mention .
2018 . the number of . PS?/ChotidléC?t'o
Not mentioned study Hospice nal method to
A104 _ Convenience  participants, 355';: parents .
United litati who are end-of-  |nterventi .
Kingdom Qualitative life patients niervention communicating
and ?heir the prognosis.
children.
2005 Not mentioned Outpatient
A209) _ Convenience o/ Gancer Booklet Y.
United . patients Group
Mixed-methods . .
States intervention
Family
o Not mentioned 42 bereaved hmoerrnnebsers
A3ED Sampling - Self-help group I
Sweden - family members
Quantitative . .
Questionnaire
sent by email
Family
2020 Not mentioned quen'?ebsers
A4 Convenience ?jmk}?;er?w\:aemdbers Self-help group v
Sweden Mixed-methods

Questionnaire
sent by email
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19 famil i
2018 Not mentioned members),l before Hospice
A58 ) Convenience  and after losing Self-help group v
E_nlted Mixed-methods loved ones with ~ Group
ingdom cancer intervention
Palliative care
. unit and
2012 Not mentioned 125 fgmlly hematology
AB19 Convenience ~ ToIRers . units Self-help group v
Sweden Mixed-methods of individuals in
palliative care
Group
intervention
Viktor Frankl’s Clinical
2010 theory on
20) existential . 90 cancer . 3
AT United analysis Convenience patients Intéarventloln Self-help group v
States and contro
Mixed-methods groups
Clinical
2016 Prospective
A8RY Convenience 246 bereaved Group Self-help group \%
o family members . -
Sweden Quantitative intervention
2020 Not mentioned Hospital
A9 - Convenience 0 bereaved Group Self-help group -
Sweden Qualitative family members  intervention
. Home
2011 Content analysis 29 family Group
(23) . members of ) . : )
Al0 Convenience - intervention Self-help group
A palliative care
Sweden Qualitative - and
patients. . .
questionnaire
Home and
. palliative care
2007 Phenomenology 10 family unit
24) . members of . )
A11( Convenience - Self-help group
o palliative care
Sweden Qualitative - Group
patients. . -
intervention
and interview
Georde Engel’s The number of Hospital
2001 eorge =nget participants is
biopsychosocial not mentioned Group
A129) United model Convenience as thev are ' intervention, Self-help group -
. y application of
Kingdom I breast cancer -
Qualitative - an anxiety
patients
scale
Hospital Educational
2019 Not mentioned n&gterlals md
A1309) sampling 86 cancer Group audio, text an v
China Quantitative patients intervention tf?: gﬁt'?‘g:n
and control g

online platform
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Not mentioned

2005 Not mentioned 29 bereaved
A14@7 Convenience - Self-help group
o family members Group
Sweden Qualitative . .
intervention
2015 Thematic analysis 14 grieving Hospital
A15@8) Convenience parents Self-help group
Australia Qualitative and children Focus group
. 13 parents Home and
Not mentioned - ; . .
A16@) Norway Snowball dlagnosed with hospital Family
o an incurable support program
Qualitative - .
disease Interview
Results

Based on Table 2, there is predominance of studies conducted in Sweden, especially
with a qualitative approach. Furthermore, the self-help group strategy was the main focus
highlighted in this review, dividing it into groups for patients and groups for family
members.

Self-help support groups for people in Palliative Care

The materials found on self-help groups for patients in palliative care will be
presented in this category. The countries where the studies were conducted were the United
States of America, % United Kingdom ?® and China. ) All had their data collection carried
out in intervention groups, %2429 and the strategies used were self-help support groups
(20.25) and educational materials in audio, text and online meetings. All studies were positive
in relation to their objectives proposed.

In the United States, the study main objective was to create and evaluate a group to
help patients with advanced cancer sustain or increase their sense of meaning, peace and
purpose in life, even as they approached the end of life. Two groups were analyzed: one that
performed interventions to assist in psychospiritual well-being and a sense of meaning, and
another group was just a support group. In addition to improving spiritual well-being and an
enhanced sense of meaning, the first group appeared to present a reduction in psychological
distress. Modest improvements were identified in hopelessness, desire for death and anxiety,
and these treatment effects increased over the two-month follow-up period when compared
to the support group. %

In the United Kingdom, meetings of a psychoeducational group for young women
with cancer were evaluated. The need for the group arose from the observation that these
women needed better life quality for the time they still had to live. The group meetings were
varied and took on aspects such as dinners, seminars and cognitive therapies. The female
participants were all under 55 years old and all underwent an initial assessment, with
depression levels observed using the Hospital Anxiety and Depression Scale (HADS) after
they were introduced to the group. The environment was designed in a private but informal
room, providing a favorable space for meetings —spacious, well-ventilated rooms with
lounge chairs, and provision of drinks to break the hostile atmosphere. The assessments of
the group’s functioning were conducted informally through questionnaires, but the data
found in the questionnaires suggest an improvement in the anxiety and depression levels,
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aiding in the reduction of these symptoms in breast cancer patients, whether with a curative
outcome or with palliative care. ®

Another quantitative research study evaluated two groups: 42 participants in a control
group and 44 in the experimental group. The patients in the experimental group were trained
to use a platform called WEB LRP within a WeChat app, which provided video calls to
reassess life. Through the creation of a family tree and reliving feelings throughout life, the
platform offered asynchronous audio and text materials 24 hours a day, along with weekly
meetings for six weeks. The life review meetings lasted between 40 and 60 minutes and,
when a patient experienced negative emotions, they could be accompanied by psychologists.
After this process, a questionnaire was administered to assess different domains. Although
the study caused a painful process by making people relive certain feelings and moments in
their life, it was possible to evaluate that the “space and mind” module allowed the patients
to express their feelings more clearly through words. The “memory prompts” module
allowed reliving family-related feelings, arousing positive emotions. However, it was not
possible to assess whether there were significant differences in sense of life and hope
between both groups. ©©

Self-help support groups with family members of individuals in Palliative Care or with
bereaved people

Materials were found addressing self-help groups for families of individuals in
palliative care or experiencing the grieving phase. Six were conducted in
Sweden, (7:21.22.23,24.27) gne in the United States, *> one in Australia ®® and another one in
the United Kingdom. @® Five had their data collection conducted solely in group
interventions, (% 18-21.22.27) gne only through an online questionnaire, ") the others resorted
to group intervention and a questionnaire @ or to interviews, ®» and one with a focus
group. @8

Participation in support groups was assessed as very beneficial by 22 out of the
40 participants. The following were among the benefits highlighted from participating in
support groups: the opportunity to talk about one’s own feelings without burdening those
close; discovering that one is not alone in parental grief; and experiencing companionship
with other young people in similar circumstances. %

A support group for bereaved family members had the primary objective of providing
a space for sharing grief experiences, receiving support and supporting those in similar
situations. Seven biweekly meetings were held, and the activity was coordinated by
professionals such as nurses, social workers, chaplains and deacons. The topics covered in
the meetings included the following: who had died and how; changes in the family, for
example: grief feelings and experiences and existential thoughts; what they found as support;
memories and ongoing bonds; and moving forward. There was little difference in the well-
being-related data between the first and last meeting. The low psychosocial well-being and
little improvement during the study period indicate the potential need for bereavement
support, not only temporarily. 7

Another group strategy with family members separated them into two groups,
recognizing that people are in different moments and processes: one group consisted of
individuals experiencing the phase before death, and the other group was for support to the
bereaved. Thus, the family members started in the pre-death group and. after their family
member’s death, they began participating in the support group for the bereaved. The patients
were not allowed to participate in the meetings. The meetings were further subcategorized
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by age, and the families involved indicated that attending the group helped them accept and
communicate their feelings more effectively, as well as get to know other families in the
same situation, providing comfort and support. In the age group of 10 to 16 years old it was
identified that, with the limited time of 90 minutes, they did not feel comfortable expressing
themselves. Therefore, game nights were organized, with activities such as pizza and
bowling, in order to try to bring them closer and assist them. &

The support group program addressed different types of family members’ needs, as
mentioned in the previous study and this earlier research, with another two studies emerging
from the database. The participants felt that the topics presented in the support group
reflected their everyday life and focused on significant situations for their lives with
seriously-ill people. They mentioned that the program structure with weekly meetings, free
time for group conversations and contributions from health care professionals offered an
opportunity to establish relationships. An important aspect about the support group program
was that the group leaders and invited professionals were members of the team caring for
the sick person. The participants could get to know members from all professions, which
was seen as advantageous. They felt invited and encouraged to contact them; some
participants reached out to various team members for consultation and help after the
meetings. This gave them confidence that the sick person was receiving good nursing care
in their daily lives. 324

Some participants found the program stressful and felt insecure the first time they
met in a group. These feelings were tempered by the welcoming atmosphere in the meetings
from the beginning. The group leaders were seen as companions who shared feelings and
thoughts, provided advice and support while guiding the group in relaxed conversations.
Within the group, they felt comfortable crying and talking about how tired they were; the
support group became a place where they could let go of what they hid from themselves, the
sick person and other family members or supporting network. Moreover, in the group, they
talked about anger and annoyance with the sick person and with the disease itself. 2324

The support group program mentioned in the three previous studies generated
additional results shown in this research. Data from a larger study are presented, which was
subdivided into family members of end-of-life patients monitored in specialized palliative
care services and in a hematology unit; the group meetings took place between January and
December 2009. The family members that participated in the support group program
significantly increased their perceptions about preparedness, competence and reward in
caregiving. The intervention seemed to impact the participants’ perceptions regarding
caregiving performance, and they felt more prepared and competent in their role. There were
no significant changes in hope, anxiety, depression symptoms or health.

A study conducted with bereaved family members in Sweden adopted participation
in a support group, without specifying the approaches developed. It showed that grief is quite
severe for people who lose very close relatives but tends to decrease and even cease within
a year after the loss. Participation in the group did not result in improvements in grief, anxiety
or depression during a year of intervention and. after this period, 49 % of the participants
indicated that they did not find participation necessary and that they managed to cope with
grief on their own. @V

Another study identified some factors that could not be addressed in the previously
mentioned study on the support group for family members and showed positive impacts for
the participants in the groups, such as on self-image. For example, some participants
mentioned feeling visibility and self-determination and the need to reclaim their role as
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protagonists, as well as social relationships, living and talking with other people. The study
could not determine the long-term beneficial effects of the groups because it is an ongoing
randomized study. However, in the short term, positive aspects identified by the participants
can be evaluated. ??

In Sweden, a group gathered the participants to express their feelings, reliving the
moment when the family member received the disease diagnosis. All meetings started with
an open circle, providing ample space for dialogue and, over time, the facilitators began to
identify certain taboo topics such as caregiving, which oftentimes became a point of
discussion between the family member, the dying person and other relatives. The concept of
transition emerged in the conversations, with family members transitioning from assuming
a role to becoming a caregiver. The absence of the deceased person left them without a sense
of purpose in life. The family members felt that the space was necessary for identifying new
ways to support themselves and recover. However, conclusion of the group made it
challenging to provide longer-term follow-up for these people. 7

Another approach found was a support group that met at the same location where the
loved one passed away. Three topics were identified: the personal grief experience; revisiting
the hospital; and experiences of caring for grief. The participants discussed the personal
nature and challenges of grief, their experiences and needs. Regarding revisiting the hospital
after the death of a loved one, for some participants the hospital held significant meaning for
the family, and returning to it was a source of comfort. For others, it was very difficult to go
back to the hospital for any reason after the death of a loved one. The participants reported
that the most important elements of the care provided were practical information, the
opportunity to stay overnight with their loved ones, and overall support from the staff.
Although the hospital had this characteristic, the support for the bereaved individuals was
not religious, and the service was provided by the Pastoral Care department. The support
groups for grieving individuals provided an opportunity for interaction with others
experiencing grief and loss, especially if the focus group was held in the hospital, where
some participants found comfort due to familiarity with the location and health
professionals. 8

Other self-help strategies: spaces, booklets and programs

Other self-help strategies also emerged in the materials found, offering alternatives
both for patients and for family members with the objective of improving coping with end-
of-life situations.

In a support service within a Hospice, they aided parents with a serious disease in
communicating with their children about end-of-life and loss, assisting the children in the
grieving process. This involved using psychoeducational methodologies. The hospice team
created a space called Cantinho do Siléncio (Quiet Little Place), which had a structure
prepared to deal with children and young people. The environment included non-fiction
books that encouraged them to talk about their feelings, as well as assisting adults in using
appropriate language to understand and address moments marked by emotional intensity. ®

In another study, the patients received quarterly mailings containing material
resembling a self-help booklet with strategies aimed at understanding and reducing anxiety
and depression, improving spirituality, and accepting death. The study involved two groups:
the intervention group and the control group, with 37 participants receiving the intervention.
Regarding anxiety, depression and spirituality, there was no significant improvement after
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the interventions. However, there was a small improvement in death acceptance when
compared to the control group. ¢4

For parents diagnosed with cancer without a response to modifying treatments, they
described how the Family Support Program assisted and supported them in talking to their
children about the diagnosis. In the program, they gained better understanding about their
children’s thoughts and reactions and how the situation affected their everyday lives. The
parents were grateful when the project workers asked the ‘difficult questions’, believing that
this was important for family unity, serving as mediators. They reported that conflicts were
reduced, allowing for more open discussion about the family situation and how to support
their children’s coping, as well as planning for the future. The parents valued and appreciated
this service, reporting many benefits related to family functioning, communication and
openness. 9

Discussion

Certain characteristics, such as accepting death as part of the natural process, are
discussed in post-modern societies. Different societies are moving towards identifying
factors that can aid in improving the dying process.

Sweden emerged as the predominant country in the studies identified in this research,
and some factors can justify this finding. The country has been discussing political narratives
of Palliative Care since the 1970s and has established proposals in recent years focusing on
the universalization of this type of care. ¢

Considering that Sweden has a public health system, recent discussions have
revolved around quality indicators. A study GV published in 2015 and assessing the quality
of death in 80 countries ranked Sweden sixteenth. The assessment was aimed at evaluating
countries regarding the availability of palliative care, health environments, human and
professional resources, care quality and community participation. ¢ However, some
narratives focus on issues such as medicalization, routinization and bureaucratization, which
oppose the palliative care philosophy. It is possible to assess that these narratives are not
linear and change according to the needs found by the populations.

Through 13 indicators, research study that evaluated end-of-life care in 81 countries
sought to understand some aspects, including how the team helps patients deal with
emotional issues, how professionals assist individuals in maintaining contact with friends
and family members, and whether health professionals help patients deal with non-medical
concerns. The assessment evaluated qualitative and quantitative aspects and managed to
make a ranking based on the classification of indicators and economic aspects. Sweden ranks
17" receiving a B grade, whereas Brazil occupies the 79" position and received an F grade.
The study assessed the high correlation between income and the performance of each
country’s health systems. An important aspect addressed in the study is the need to evaluate
and classify the experiences of patients and caregivers using services, as the efforts should
be directed towards improving services for this target population. ©2

The most frequently identified self-help strategy was support groups, both for
patients and for family members. Diverse evidence found in a research study conducted with
women affected by breast cancer who participated in a support group showed that
participation was beneficial. It helped them share experiences with others facing the same
situation, thus understanding, supporting and encouraging coping with the disease,
improving self-esteem and providing social support. ¢
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Through leaders of self-help groups for cancer patients, a survey conducted in
Germany evaluated the points they consider favorable or not in the implementation of such
services. It was possible to identify that the availability of service professionals, as well as
the interest in maintaining an updated multidisciplinary team attentive to the demands, was
pointed out as an essential factor for the implementation. On the other hand, lack of
availability for physical structure and human resources, lack of knowledge and
underestimation of the self-help effectiveness were identified as negative and important
factors for the failure of the groups. ¢4

Another study conducted support groups for people in the grieving process, holding
meetings with a mean duration of 45 minutes aimed at promoting demystification of taboos,
prejudices and stereotypes, as well as relaxation activities to reduce anxiety and tension. It
was identified that there were many complaints about the theme during the initial meetings;
the participants found it unnecessary to talk about death. However, as the meetings
progressed, the exchange of experiences became intense and they began to understand the
need to make the topic a regular part of their discussions.

Another study aimed at providing theoretical support to encourage the use of
reflection groups for those in mourning. The research identified that using conditioned
questions reproduced from one participant to another proves beneficial as a trigger for
discussions, along with the practice of mutual aid that expresses learning through sharing
and exchanging social experiences. ©6)

When a potentially incurable disease is discovered, determinants are established both
for the affected individuals and for those around them. A research study conducted to
demonstrate support for the family that is with a patient in palliative care expresses that some
aspects should be analyzed and worked on during the illness process, namely: integrating
the family into the care process; mediating conflicts among family members; supporting and
encouraging different forms of communication for those who have difficulty expressing their
feelings; and preventing situations of social isolation and loneliness; as well as identifying
risk situations for complicated grief. 7

Another survey investigates the types of mourning experienced by relatives of people
with a disease without any possibility of curative therapy. The type that showed the greatest
need for further exploration was anticipatory grief, which occurs from the moment of
diagnosis. The study showed that some participants were affected by a late diagnosis when
the disease was already in an advanced stage, causing grief to set in immediately. To address
this, health teams that monitor these family members should work to make the process less
painful. 8

Over the past three years, the world has been affected by the COVID-19 pandemic,
which has required the use of different resources to maintain continuity of various services,
leading to the widespread use of technologies. As a result, a study conducted with people
who lost a family member due to COVID-19 and participated in an online support group
highlighted that, due to the increase in socially vulnerable individuals with low financial
resources, the opportunity for free and online psychological support was extremely relevant.
The group was shown to provide an environment for mutual exchange, redefinition of loss,
and social and emotional support. %

The study also revealed that communicating bad news, especially related to the end
of life, can be a challenge, considering that the younger the target audience, the more
challenging it becomes. According to the study, ©9 the parents’ perception tends to
underestimate the children’s cognitive and emotional capacity to deal with certain situations,
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leading to the concealment of truths and hindering open conversations about the death of a
parent. “9 Another study examining how to communicate the death of a family member to
children identified that some elements are used to tailor information according to the
children’s age group. These include metaphors, helping the child maintain the image of the
deceased through narratives, photographs or videos, or involving the child in rituals. 4%

The use of booklets has become an important method for disseminating different
contents in a more accessible way that can be consumed by various people at any moment.
A study focused on developing and sharing booklets to spread knowledge about anxiety
disorders among adolescents in schools found that this type of material can assist in the social
role and quality of information, encouraging people who identify certain symptoms to seek
specialized help. “?

Another relevant study involves creating and disseminating educational materials for
family caregivers of individuals in palliative care. This booklet allowed them to refer to the
content whenever they had doubts about care, service hours and the differences between
certain treatments. It promoted positive changes in supporting the adaptation process to the
incurable condition of the family member. 3

Regarding the environment, informality showed a positive aspect in a study. “* The
research conducted with patients, family members and professionals sought to evaluate the
relationship that the environment fosters in these interactions from different perspectives. It
revealed that a space outside the clinical setting provides freedom to discuss various themes,
fostering a genuine connection with people and improving aspects such as exchange of
experiences, knowledge, confidence and meaning.

The current research presented limitations such as language restrictions and access
to articles with open availability or via specific platforms, resulting in a low number of
studies. The fact that no Brazilian studies were found shows the need to delve into the subject
matter in the country, both in terms of research approaches and in the development of group
strategies to enhance the experiences of palliative care patients and their family members.

Conclusions

This article allowed identifying self-help strategies for palliative care patients and
their family members in the international literature, as the results show that no national
studies meeting the research criteria were identified. Qualitative research approaches
predominated among the studies, with Sweden standing out the most in productions on the
theme.

As identified, some factors influence Sweden’s prominent position. The inclusion of
public policies for the expansion of this type of care implies ensuring access and financial,
material and human resources. In contrast to this, we can assess that the lack of national
studies on the topic can be related to the absence of public policies focused on palliative
care.

Self-help groups foster an exchange of experiences among individuals undergoing
similar situations. Just as this final process is permeated with fears, insecurities and
difficulties, services that offer support in communicating bad news are favorable,
understanding that each target audience and age group requires a unique approach. It is
emphasized that participation in groups did not show improvement evidence in terms of the
meaning of life or hope, nor in relation to reducing stress, depression and anxiety.

14



Enfermeria: Cuidados Humanizados. 2024;13(1): 3640 Self-Help Strategies for Palliative Care
Patients and their Families

The research findings allow for an assessment of the gaps identified and the
expansion of studies to deepen strategies that were not identified in the survey, providing
support sources for individuals in the final life stages and/or to bereaved family members.
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